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Introduction
Over 12,000 people in England and Wales develop lymphoma every year and a third die as a result of their disease (Cancer Research UK 2010).  Though these figures are concerning, it is often easy to forget that two thirds of adults are cured and still alive five years after diagnosis (NICE 2003; National Cancer Survivorship Initiative (NCSI) 2009).  As a result of improvement in diagnosis and advances in medical treatments, death rates for lymphoma have fallen more than 60% since the 1970’s (Hewitt et al 2006)










Currently in the UK, access to comprehensive post-treatment care and late-effects monitoring is limited, and there is no standardised approach to the delivery of services (NCSI 2009; NCSI 2010).   There are no national guidelines for the follow-up of patients with lymphoma, so most clinicians follow locally developed guidance, based on the best available evidence that focus on monitoring for disease relapse and to a lesser extent medical late-effects of treatment (Cunningham et al 2004). Few make provision for the psycho-social needs of survivors (Greenfield et al 2009).  The ‘Improving Outcomes Guidance for Haematological Malignancies’ (NICE 2003) states that intensive follow-up of patients offers no clinical advantage and patients should only be followed-up long-term to monitor for late-effects, but offers no guidance on the recommended content or timing of follow-up care.  No standardised model of service-delivery has been applied consistently across cancer networks, nor has any attempt been made to comprehensively examine the quality, content, or optimal frequency of follow-up of survivors (Devane 2009).   

There is evidence that current cancer follow-up does not always meet the needs of patients (Davies and Batehup 2009; Torjesen 2010), with some patients reporting feelings of abandonment during the transition from cancer patient to survivor (Cardy 2006; NHS Confederation 2010). There is little data to show that routine cancer follow-up has benefits in terms of early diagnosis of relapse, with evidence indicating that many recurrences are detected by patients between scheduled clinic visits (Collins et al 2004; Montgomery et al 2007; Torjeson 2010).   There is also little evidence of late-effect surveillance in current follow-up practice (Greenfield et al 2009).   Therefore, it has been suggested that the routine follow-up of patients by doctors in busy outpatient clinics is inappropriate and we should be looking to more innovative interventions to replace the costly hospital model of care currently in place (Moore et al 2006; DOH 2007a; DOH 2007b).  
Although it is widely recognised that high-quality survivorship care should include holistic assessment of physical, psychological and social needs, this is not currently part of follow-up (Collins et al 2004; Torjsen 2010).  The NCSI (2010) recognises that care should be tailored to meet the need of the individual, not the ‘one size fits all’ model that is currently in place.  

Nurse-led survivorship care
The modernisation of health-services has given nurses the opportunity to challenge traditional roles and move professional boundaries.  It is now widely recommended that nurse-led care be considered when evaluating service provision (DOH 2004; NICE 2005; DOH 2007a).  There have been several studies looking at nurse-led follow-up in cancer care (Helgenson et al 2000; Moore 2002; Koinberg et al 2004; Beaver et al 2009), but much of the evidence relates to survival (Moore et al 2002) and patient satisfaction (Beaver 2009), with few studies looking specifically at survivorship or late-effect monitoring.  There is no published literature specifically about lymphoma or haematology follow-up, with the majority of the literature concentrated on breast, prostate and lung cancer.

Evidence indicates that nurses are well placed to provide survivorship care (Davies and Batehup 2009; NHS Confederation 2010).  Oncology nurses provide high-quality care in areas such as pain-control, fatigue, sexuality, fertility, late-effects of treatment and other areas pertaining to survivorship (Ferrell 2003).  Therefore, nurses appear to be well suited to lead survivorship care, but despite the obvious appeal, such a model has not been widely implemented or evaluated in the UK or the US (Greenfield 2009; Hewitt et al 2006).   Therefore, the purpose of this service development project was to develop a nurse-led follow-up clinic for patients with lymphoma that provides high-quality survivorship care.  

Objectives of the service were to:
	Undertake holistic assessment of patients medical, emotional, practical and financial needs.  
	Monitor for disease relapse and detect new cancers.
	Ensure lymphoma patients are monitored for treatment late-effects and undergo appropriate investigations.
	Provide high-quality written information on a wide range of topics.
	Actively engage patients in their own health management and promote self-care behaviour.  
	Provide late-effect surveillance and documentation of late-effects data.  
	Provide a point of contact for lymphoma patients who have completed treatment and rapid access to specialist advice as necessary.











The service development took place in a large, central London teaching hospital with 1,100 beds that treats over 800,000 patients each year.  It has a large haematology department, with over 800 patients in the lymphoma service.  With the growing incidence of lymphoma, the rising age of the population and prolonged survival of cancer patients, it is expected that these numbers will rise each year, as patients are not currently discharged from the clinic.

At the time the project was undertaken, patients were offered annual medical follow-up in a busy clinic consisting of newly diagnosed patients, those receiving treatment, and follow-up patients.  The clinic space was overcrowded and patients could wait up to three hours to see a clinician.  The consultation focused on disease relapse, little attention was given to psychosocial issues and there was no provision for late-effect monitoring.  See figure 1 for an outline of the service development.

Figure 1: The nurse-led survivorship service.
Clinic: Run by two clinical nurse specialists (CNS’s) who see patients on a fortnightly basis.  Patients are reviewed at least annually.Patients: 3 years post completion of treatment for lymphoma and in clinical remission.Intervention:  30 minute consultation, comprising of physical and psychological assessment using recognised tools.  Clinical investigations e.g. blood tests, ECG’s and X-rays to monitor for late effects of treatment.  Consequences of treatment and health promotion topics were addressed and patients provided with a leaflet on late-effects of treatment, an ‘information prescription’ and CNS contact details.  They are encouraged to discuss any other concerns and are directed to further support if required.

Advanced nursing practice
Comprehensive planning was identified as key to the project, especially pertaining to advanced practice roles.  Professional development is essential to safe nurse-led services and underpins a competent service (Hatchett 2008).  It is important to ensure structures are in place to enable the practitioner to identify deficits in their knowledge-base and to rectify these (Daft and Marcic 2004).  Six methods of ensuring and maintaining competence were identified and incorporated into the development as outlined in figure 2.

Figure 2: Advanced practice model
Documentation: A comprehensive ‘standard operating procedure’ (SOP) was developed and authorised by the hospital governance committee.  The SOP included a consultation template, medical referral template, information prescription and patient appointment letter.Professional development: The CNS’s undertook ‘advanced assessment skills’ and ‘communication in cancer care’ accredited modules.Work-based learning: Nurses completed a minimum of 20 hours work-based learning working alongside medical consultants, and reflective models were used to reflect on specific consultations and improve practice.Competencies: Competencies, authorised by the Hospital Governance Committee, were completed on three occasions and assessed by three different medical consultants to ensure the team were satisfied with the nurses’ competence.Temporary medical-support: The nurse-led clinic ran concurrently with medical clinics for a period of 3 months to ensure support was available if needed.Clinical supervision: Clinical supervision was provided on a monthly basis, alternating between line manager and medical consultant.

Service Evaluation
An essential part of the service development project was to establish how the organisation functioned prior to the intervention and gather evidence to demonstrate how it could be improved (Cummings and Worley 2009).  Resources in healthcare are limited and managers require evidence that a project will benefit stakeholders and service-users before they will invest (Martin 2002).  Key data was collected to highlight existing problems and act as a baseline to compare future improvements to, thus demonstrating the worth of the project.  








Figure 3: Data Collection Methods
Baseline data collection	Evaluation data collection
Scoping exerciseNote auditWaiting time auditEvaluation of ‘Comments and Suggestions’Patient satisfaction questionnaire	Re-audit of notesRe-audit of waiting timesRepeat patient satisfaction Questionnaire

Permission was obtained from the Hospital Research and Development Committee to undertake both the audit and patient satisfaction questionnaire because patient data was included.

Scoping exercise
A scoping exercise was undertaken to establish the number of patients in the clinic, their diagnoses and the date of their treatment.  This was to establish potential numbers of patients for the new clinic and to estimate the impact on current nursing roles.  No longitudinal data was available to provide accurate numbers of patients in the system, so data was collected for all patients diagnosed in 2008, and broken down into individual diagnoses to estimate the number of patients attending the clinic over a period of one year.  The clinic lists from 2008 were searched and the number of patients on annual follow-up counted and those patients 3+ years post treatment were selected as eligible to attend the clinic (see Figure 4).  It was estimated that after annual leave was taken into consideration, the caseload would be 10 patients per week between two CNS’s.





Low Grade Lymphoma (including CLL)	36
MALT (Mucosal Associated Lymphoid Tissue)  Lymphoma	9
T-cell lymphoma	10
Total number of patients	115





Twenty-five sets of patient notes from the medical-led service were audited prior to the service development to determine the existing standard of documentation.  After the implementation of the new service, a further 25 sets of notes were audited from the new nurse-led clinic using the same audit-tool.  The findings were compared, to determine if the content and documentation of the consultation had improved.

NICE (2002) recommend using existing guidelines as a quality checklist, but none were in place for survivorship care, so a checklist was designed using the SOP, which contained the best available evidence.  The methodology is outlined in Figure 5:
Figure 5: Audit design
Audit tool: There were no guidelines specific to lymphoma follow-up or survivorship care so a checklist was created using the Standard Operating Policy (SOP), because it was based on the best available evidence.  The checklist consisted of 13 questions, mainly ‘yes’ and ‘no’ answers and covered items such as psychological care, social issues, fertility, and late-effects.Sample: Fifty sets of notes were selected at random, 25 from the medical-led clinic and 25 at a later date from the nurse-led clinic to allow for comparison. The audit was retrospective and data-collection undertaken by the project manager.Analysis: Presence or absence of reference to specific areas was noted and presented in the form of percentages and graphical format.

The note-audit successfully demonstrated that the nurse-led clinic achieved an overall improvement in the quality of documentation in every area.  There was evidence that the nurses had undertaken a holistic assessment, with reference to social, financial and health-promotion advice.  It clearly demonstrated that patients were offered written information on survivorship issues.  Although there was an overall improvement, an interesting finding was that nurses, in approximately half of the consultations, still fail to document sensitive issues such as psychological and sexual concerns.

Waiting time audit
A driving force in this service-development was patients’ dissatisfaction with the length of waiting times, so an attempt was made to capture this data in order to evidence the need for change.  Sixty patients from each clinic were asked to note the length of waiting times for their appointment, to provide evidence of the current patient experience and as a baseline comparison for the new service.   Twenty patients were observed by the project manager to ensure the data were accurate. The audit demonstrated that the average waiting time reduced from 65 minutes per patient to 10 minutes.  This was a significant improvement, which complied with the Hospital’s target of a maximum of 15 minutes (see figure 6).





Evaluation of ‘Comments and Suggestions’
Complaints about the current service acted as a key driver for this project.  Three months prior to the project commencing, a ‘Comment and Suggestion’ box was installed in the clinic to encourage patients to provide feedback, which was collected to demonstrate the need for service-improvement.  These were graded as positive or negative comments and key themes extracted. Forty-eight ‘Comment and Suggestion’ cards were collected from the clinic over a period of two months.  There were a total of 64 comments, both positive and negative. They were analysed and grouped into seven main themes as demonstrated in Figure 7.

Figure 7: Patient ‘Comments and Suggestions’







Figure 8: ‘Comments and Suggestions’ results









Comparison of the medical-led and nurse-led service was evaluated using a patient satisfaction questionnaire (PSQ) to ensure that satisfaction with the new service equalled the existing one.  The PSQ developed and validated by Macmillan Cancer Support was selected as it contained sections on satisfaction, information and education.   A convenience sample of 50 patients was required to undertake a meaningful analysis (25 patients from the nurse-led group and 25 from the medical-led group).  Overall, 61 questionnaires were distributed and 50 returned, making a response rate of 82%.  Data was non-parametric, and so between-group differences were tested for using the Mann-Whitney Test, using SPSS v.18.




















Age bands	16-5051+	420	619	P = 0.73
Ethnic origin	WhiteOther	187	169	P = 0.76
Living alone?	YesNo	421	223	P=0.67







The questionnaire was broken down into 15 sections and was intended to demonstrate individual points of patient satisfaction.  Some questions concerned written information supplied, and because this was only done in the nurse-led clinic, no meaningful between-group comparisons could be made.  The final question was intended to demonstrate overall satisfaction with the service

The questionnaire used a 5-point Likert scoring format (see Figure 10).

Figure 10: 5-point Likert coding
     Q1	Strongly disagree	Disagree	Neutral	Agree	Strongly agree	Not applicable or not answered




As the level of measurement of the data were ordinal, a median score was calculated separately for the medic-led and nurse-led patients for each item. the Mann-Whitney test for non-parametric data was used to assess the null hypothesis that there were no significant differences between the sum of ranks of nurse-led and medic-led patient responses.

As a further method of analysis, contingency tables were calculated for each item (see below). Positive or negative responses were aggregated, i.e. ‘strongly disagree’ and ‘disagree’ were counted together as negative and ‘strongly agree’ and ‘agree’ were counted together as positive. ‘Neutral’, ‘not applicable’, or unanswered items were not included.  A contingency table totalled all of the positive and negative responses and Fisher’s exact test was performed on each contingency table to assess the null hypothesis that nurse-led or medic-led patients were equally likely to have positive or negative responses.


Results of the patient satisfaction questionnaire

Certain questions relating to respect, preventative care, contact information and the provision of educational resources, elicited a statistically significantly more positive response from the nurse-led patients.  No questions demonstrated a more positive response from medic-led patients. Taken together, these implied that the nurse-led clinic was equal in satisfaction to the medic-led clinic and preferred in some areas.   

It was interesting to note that the response to the final question ‘overall, what is your impression of the quality of care and services you have received?, which directly probed the impression of the clinic, did not provide any definitive evidence. This was most likely because of the high number of neutral responses from both the medic-led and the nurse-led patients (44% and 40% respectively).






Evaluating a new service is a complex process that involves a multi-faceted approach (Corner 2003; Egan and Dowling 2005).  In this project it involved determining whether the new service provided adequate survivorship care, whether the nurse was able to lead the service effectively, whether the patient was satisfied with the new service and whether it was cost-effective.  As survivorship care is a relatively ‘new’ concept in the UK and there is little long-term research available, many authors argue that we do not know what are acceptable outcomes yet, and nurses have very little to compare their practice to (Greenfield 2009; Corner 2010).  

A difficulty of evaluating this service was that patients only return to this clinic annually, so determining whether lifestyle choices were made based on the consultation was difficult because there are many other reasons over the period of a year that could affect their choices.  This concept is well recognised in the literature, with authors recognising that survivorship topics are diverse with too many variables to allow definite conclusions to be made (Fenlon and Foster et al 2009).  

Another limitation that could determine how much this work will add to the survivorship literature is the timescale of the clinic.  For reasons agreed at the time of clinic inception, patients included in the clinic were 3 years post-treatment.  Although this is an accepted criterion for patients in the ‘survivorship’ phase, it excludes earlier patients at an earlier phase, which many argue is when survivors have the most needs (Armes 2009).  A more accurate estimate of survivorship needs could have been elicited if patients in the immediate survivorship phase were included.

One of the primary endpoints of this project was to review the satisfaction levels of the patients who attended the nurse-led clinic compared to those attending the conventional clinic.  The data collected from the patient satisfaction questionnaire (PSQ) demonstrated that patients were equally satisfied, and more satisfied in some areas, with nurse-led care than the conventional medic-led care.  These finding were reassuring, because it is crucial to demonstrate that satisfaction with a new service is at least equal to, if not better than the existing one or it will not be sustainable (Hatchett 2003).   

These results should be interpreted with caution though, because there may be other reasons for increased satisfaction.  Some critics argue that improved satisfaction with nurse-led clinics may be attributable to the reduction in waiting times or the longer consultation time than in medical-led clinics (Bramley et al 1998).  Patients may feel more satisfied because they have been provided with written information, but this does not necessarily mean that this information has been useful to them, or that they have even read it.  The literature indicates that patient-satisfaction is affected by previous experience, so it may be impossible to separate a patients’ satisfaction with the new and old service (Branfield et al 2006).

Certain findings may have been due to weaknesses in questionnaire design.  For example, questions were slanted in a positive manner e.g. – ‘the nurse listened to me’, which may have led patients to agree.  Patients may be reluctant to disagree with the team caring for them (Nesbitt 2002), so if the questions had been designed with a neutral or negative slant, they may have been more inclined to give a different answer.  Also, providing a ‘not applicable/unknown’ box forces the researcher to make judgements as to why this box was ticked.  Was the topic not covered in the consultation?, should it have been?, or was it actually ‘non applicable’?  The questionnaire could have been designed in a way that reduced such ambiguity.

One of the weaknesses of the questionnaire was the patient information section.  The patients were offered an information prescription with a list of information available from the Cancer Information Centre or via the Internet.  There were no processes in place to audit the information patients accessed and therefore, it is impossible to evaluate whether the topics chosen by the patients for ‘more information’ were ticked before or after they had accessed the information available in the information prescription.  In hindsight, the project manager should have put a process in place to audit the information accessed by patients to give an insight into what the actual needs of this group are, rather than the perceived needs.

It is also important to consider why patients do not respond to a questionnaire.  In this PSQ, the non-response rate was 18%, which was acceptable, as a response rate of >80% is generally acceptable (Bowling 2007).  While it may be that they are not satisfied with a service, it may also be because they are concerned that the questionnaire will force them to focus on their disease and evoke uncomfortable memories (Ferrell 2003; Haylock 2007).  Follow-up is often a stressful time for many patients and many do not want to dwell on issues (Ganz 2001).  The subjective opinion of the author is that many patients who attended this clinic appeared to have adjusted to their illness very well and had no specific survivorship needs, which supports findings from other studies (NCSI 2010).  The patients may not have felt that this new service was necessary and therefore may have chosen not to complete the questionnaire.  This would be an interesting area to explore in another piece of work, and would be key to risk-stratifying the patients and determining those who do not require such follow-up, which is one of the priorities of future survivorship research (Davies and Batehup 2009; Devane 2009; NCSI 2010).

Numerous reviews have shown nurse-led services improve the quality of patient care (Loftus and Weston 2001; Richardson and Cunliffe 2003; Lewis 2009).  It is also believed that nurses are well placed to deliver survivorship care, although this has not been comprehensively demonstrated in the UK (Greenfield 2009).    The findings from this work indicate that nurses can effectively provide survivorship care for patients with lymphoma and demonstrate improved satisfaction. 






The long-term consequences of lymphoma and its treatment can be devastating.  Many patients treated for lymphoma are of a young age, so the impact can be far reaching.  There is overwhelming national and local evidence to show that routine cancer follow-up does not always address patients’ survivorship needs and cancer policy recommends reviewing service delivery and considering new and innovative ways of working.   The aim of this service development was to develop a nurse-led follow-up clinic for patients with lymphoma.  This was successfully achieved with the aid of project-management model and service-development tools.  The project has been evaluated comprehensively through a variety of recognised outcome measures.
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